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Living with children diagnosed with autistic
spectrum disorder: parental and
professional viewsbjsp_455 13..23
Karola Dillenburger, Mickey Keenan, Alvin Doherty, Tony Byrne and Stephen Gallagher
The number of children diagnosed with an autistic
spectrum disorder (ASD) is rising and is now
thought to be as high as 1:100. While the debate
about best treatment continues, the effects of
having a child diagnosed with ASD on family life
remain relatively unexplored. This article, by Karola
Dillenburger of Queens University Belfast, Mickey
Keenan of the University of Ulster, Alvin Doherty
from the Health Service Executive Western Region,
Tony Byrne of Parents’ Education as Autism Thera-
pists (PEAT) and Stephen Gallagher of the Univer-
sity of Ulster, sets out to adjust that balance.
Drawing upon data from a comprehensive study of
parental needs, these authors argue that parental
and professional views do not always concur; that
families make extraordinary sacrifices; that siblings
are affected; and that parents are under tremendous
stress. Parents argue that educational and social
service supports are not efficient and that they are
forced to rely largely on support from within the
family or from friends. In particular, some important
differences between parental and professional per-
ceptions became apparent in relation to interven-
tions based on Applied Behaviour Analysis (ABA).
The authors of this article propose that these differ-
ences need to be taken seriously by teachers and
other professionals as well as by policy-makers.
Key words: autism, family life, parents, needs,
behaviour.
Autistic spectrum disorder (ASD) is diagnosed where a triad
of behaviour patterns, including delayed or atypical social
interaction and communication (verbal and/or non-verbal)
and rigid, ritualistic behaviour is observed over a prolonged
period of time (APA, 2000). The number of children diag-
nosed with ASD is rising and is now estimated to be as high
as 1 : 100 (Knapp, Romeo & Beecham, 2007). Causes are
thought to include genetic as well as environmental factors,
although the exact aetiology is not yet established (Szpir,
2006).
Although there is evidence of high levels of appropriate and
very good parenting among parents of children diagnosed
with ASD (Siller & Sigman, 2002), these parents suffer
more stress than parents of children with special health care
needs or other developmental disorders, and typically devel-
oping children (Dunn, Burbine, Bowers & Tantleff-Dunn,
2004; Schieve, Blumberg, Rice, Visser & Boyle, 2007).
There seem to be gender differences with regard to the
impact of parenting a child diagnosed with ASD, with
mothers generally reporting more stress and depressive
symptoms than fathers (Hastings, Kovshoff, Ward, degli
Espinosa, Brown & Remington, 2005). No ethnic/cultural
differences have been found relating to stress levels when
caring for a child diagnosed with ASD (Blacher & McIntyre,
2006). With the exception of Montes and Halterman (2007),
there is not much research that compares the psychological
health of parents of children diagnosed with ASD with the
general population. They found that in the 2003 National
Survey of Children’s Health, 364 of the 61,772 participating
children were identified on the autism spectrum and that
mothers of these children were more likely to report poor/
fair mental health than the general population, although
these mothers also were more likely to report coping well
with parent tasks and having close relationships. Interest-
ingly, a number of studies found that professionals and
parents do not agree on the causes of stress (Bebko,
Konstantareas & Springer, 1987; Lecavalie, Leone & Wiltz,
2006).
There is little information on the impact of living with a child
diagnosed with ASD on the whole family (Munteanu &
Dillenburger, 2009), although divorce rates of 82% have been
estimated among these families (National Center for Autism
Research and Education, 2008), and Bromley, Hare, Davison
and Emerson (2004) found that one in three families of
children diagnosed with ASD were headed by lone parents.
Research on the impact of having a brother or sister diag-
nosed with ASD (Hastings, 2004) shows that siblings of a
child diagnosed with ASD may be more embarrassed in the
presence of other children and peers than siblings of chil-
dren with intellectual disabilities, for example, Down syn-
drome (Roeyers & Mycke, 1995). DeMyer (1979) found that
30% of siblings reported feelings of being neglected and
18% expressed worries and anxieties associated with ASD.
These children also frequently worry more about the
future than siblings of typically developing children, feel
lonely and have more problems with peer relationships
(Bågenholm & Gillberg, 2008). In addition, a relatively high
incidence of learning difficulties and language-related prob-
lems has been reported in siblings of children diagnosed
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with ASD (Rutter, 2005). There is no evidence, however, of
how professionals’ and parents’ perceptions compare with
regard to the effect on siblings.
General support for families provided by social, education
or health services has a positive impact on parental stress
(Weiss, 2002), while limited financial resources, lack of
appropriate services and insufficient support are generally
held to contribute to poor prognosis (Seifer, Sameroff,
Anagnostopolou & Elias, 1992). Gray (1992) observed that
for approximately 50% of mothers the child’s diagnosis
prevented or restricted employment. Obviously, concerns
about adequate financial resources in relation to schooling,
therapy and medical services add stress. The total cost of
raising a child with a disability is estimated to be approxi-
mately three times greater than the cost incurred by raising
a typically developing child (Järbrink, Fombonne & Knapp,
2003) and this financial impact is exaggerated by the short-
fall that exists between the costs of bringing up a child with
severe disabilities and benefits received (Broach, Potter,
Heather, Prior & Mustapha, 2003).
Social support on its own is not enough. The expertise
of those providing support is an important factor in the
alleviation of parental stress, in particular in relation to
self-efficacy, behaviour management and provision of home-
based care (Sharpley, Bitsika & Efremidis, 1997; Helps,
Newsom-Davis & Callias, 1999). There is much debate
about the most effective way to support children diagnosed
with ASD and a plethora of intervention methods have been
developed (Myers & Johnson, 2007). Despite the fact that
most of these are not scientifically evaluated (National
Autism Center, 2009; Perry, 2000), there is some evidence
of parental satisfaction (Hastings et al., 2005).
Applied Behaviour Analysis (ABA) offers the scientific
basis for a range of well-known intervention strategies, such
as Discrete Trial Training (DTT), Picture Exchange Com-
munication System (PECS), Verbal Behavior Analysis
(VBA), Precision Teaching, generalisation and skill mainte-
nance training, Pivotal Response Training (PRT), prompting
and prompt fading, imitation, Direct Instruction, Aggression
Replacement Training (ART), shaping, Intensive Behav-
ioural Intervention (IBI), chaining, differential rein-
forcement, incidental teaching, extinction and others
(Dillenburger & Keenan, 2009; Hagopian & Boelter, 2009).
More than 40 years of research have supplied ample
evidence of the effectiveness of ABA-based strategies (see,
for example, JABA, 1969–2009).
Parents seem to have embraced the evidence for ABA-
based interventions. In an internet-based survey distributed
via autism organisations worldwide, 111 treatment options
were listed and parents were asked which of the listed
treatments they were using (Green, Pituch, Itchon, Choi,
O’Reilly & Sigafoos, 2006). After three months, the survey
had received 552 responses. Parents reported using an
average of seven different therapies for their children.
While 52% of the children were on at least one medication
and 27% were on special diets, in relation to non-medical
treatments ABA-based interventions were among the most
frequently used.
Parents who are trained to deliver ABA-based intensive
behavioural interventions (Cooper, Heron & Heward, 2007)
with the aim of reducing or alleviating the skills differential
between children diagnosed with ASD and their typically
developing peers (NAPC, 2003) generally report higher
levels of satisfaction and reduced stress levels compared to
parents who use other kinds of interventions (Dillenburger,
Keenan, Gallagher & McElhinney, 2004; Hastings et al.,
2005). Parents who avail of ABA-based school provision for
their children (that is, their children attend schools that
explicitly derive their teaching strategies from the science of
applied behaviour analysis) are satisfied that their children’s
needs are met (National Development Plan, 2006).
Despite the fact that, increasingly, children diagnosed with
ASD are included in mainstream educational settings
(Warnock, 1978), teachers and other professionals do not
always understand fully the impact that living with a
child diagnosed with ASD has on parents and families
(Dillenburger et al., 2004) and are generally not trained in
the science of ABA (Keenan, Dillenburger, Doherty, Byrne
& Gallagher, 2007). While there is much anecdotal evidence
(as seen in internet chat rooms and parent discussion groups,
for example, ABA-UK@yahoogroups.com), as yet there is
no published evidence as to the differences and similarities
of professional and parental views regarding a range of
issues, including treatment choices.
This article examines similarities and differences of parental
and professional views regarding what constitutes difficult
child behaviours, the impact of living with a child diagnosed
on the autism spectrum on family life, parents and siblings,
general support for families and education for the child
diagnosed with ASD, as well as the future needs of these
families. Findings lead to important implications for
teachers, policy makers, and other professionals.
Methodology
Data reported here constitute part of a larger study that
assessed the experiences and needs of families who have a
child diagnosed with ASD. An exhaustive description of the
methodology is available elsewhere (Keenan et al., 2007).
Ethical approval for this study was granted by the University
of Ulster at Coleraine, Northern Ireland.
Participants
Ninety-five parents and caregivers participated in the study.
Eighty-eight percent of the participants were mothers, 9%
were fathers, 2% were foster parents and one was a grand-
parent. Their mean age was 40 years. Eighty-four percent of
the respondents belonged to two-parent families, while 16%
constituted one-parent families. Twenty-five percent of the
parents/carers suffered from one or more chronic health
problems. Fifty-six percent of the parents were unemployed
due to being full-time caregivers of the child diagnosed with
ASD, while 24% of the respondents were in part-time
employment. Apart from the target child, 85% of the fami-
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lies had an average of two other children (mean age of 10
years), 25% of whom had a formal diagnosis, mainly ASD.
The parents reported on 100 children, mainly boys (80%)
with a mean age of eight years (range 1–16 years). All
children had been diagnosed with ASD, although 78% of the
children had dual diagnoses, such as ASD and intellectual
disability (56%) or physical and sensory disability (27%)
or both (18%).
Sixty-seven multi-disciplinary professionals took part,
including speech and language therapists (n = 13), social
workers (n = 10), clinical and educational psychologists
(n = 11), ABA tutors (n = 11), occupational therapists
(n = 4), autism therapists (n = 3), occupational therapist,
children’s ward manager, behaviour support worker, learn-
ing disability nurse (n = 2 each), and paediatrician, dietician,
education director, teacher, health visitor, learning disability
co-ordinator, behaviour analyst, psychiatrist, and liaison
officer (n = 1 each). Eighty-eight percent of the profession-
als were female and the mean duration of employment
in their current post was just over six years (74 months).
Nearly half of the professionals (45%) worked exclusively
in ASD-related services, while the others worked in multi-
service settings.
Research instruments
The Family Autism Needs Questionnaire (FAN-Q) was
specifically designed for this study to explore the needs of
families with children diagnosed with ASD. The FAN-Q is
an extensive 17-page questionnaire that addresses in con-
siderable detail four main areas: child-related information
(such as age, gender, diagnoses); parent-related information
(such as demographic and employment situation); current
provision and future need; and experiences and views. In
order to avoid prejudicing responses, the questionnaire
offered a range of responses for selection; for example,
with regard to interventions participants were free to select
one or more of the two most commonly used interventions
(ABA and/or TEACCH), and ‘Other (please specify)’.
Participants were able to select more than one response
(Figure 1).
Thus, the options for responses were kept as open as pos-
sible. The full list of response options typically is reflected
in the layout of the tables reported in the results section of
this article.
The General Health Questionnaire (GHQ-12; Goldberg,
1978) was included as a validated measure of parental
general psychological health and stress levels. Focus groups
were conducted to obtain qualitative data.
The Professional Autism Needs Questionnaire (PAN-Q) is
a six-page questionnaire designed specifically for the study,
that includes four sections regarding the views of pro-
fessionals working with families and children diagnosed
with ASD: professional-related information (such as age,
gender, demographic, training, and employment situation);
experience of working with families and children with
ASD; perceived impact of ASD upon families and siblings;
perceived future service needs for families living with a
child with ASD. The style of the questions was the same as
those in the FAN-Q, and response options are reflected in
the tables.
Procedure
An invitation to participate in this study was extended to all
parents of children diagnosed with ASD who lived in North-
ern Ireland and the Republic of Ireland and all professionals
who work with these families. In order to reach as many
participants as possible and in the absence of a central data-
base of children diagnosed with ASD, a research flyer was
circulated to all leading ASD charities in Northern Ireland
and the Republic of Ireland and also to individual special
schools, inviting parents to participate.
Every effort was made to reach parents by surface mail,
e-mail or in person. There were no exclusion criteria related
to services, age, demographics, ethnic background, sexual
orientation, etc. In other words, every parent of a child
diagnosed with ASD living in Northern Ireland or the
Republic of Ireland who came forward and every organi-
sation that agreed to take part was invited to take part. In
total 310 questionnaires were distributed to individual
parents or organisations who agreed to distribute them.
Again every effort was made to retrieve completed ques-
tionnaires that were returned by surface mail or e-mail,
or collected in person. Ninety-five questionnaires were
returned (a return rate of 31%). Ten parents participated in
a focus group that was held in a local hotel and lasted
one-and-a-half hours.
In an attempt to include as many professionals as possible,
the research flyer also was widely circulated in relevant
professional circles, both in Northern Ireland and the
Republic of Ireland. In other words, the flyer was sent to all
Education and Library Boards, Social Services Boards and
Trusts, and Psychological Societies, inviting professionals
to take part. Upon request, the PAN-Q was distributed by
Figure 1: Sample questions from FAN-Q
Q20. Is your child receiving any of the following ASD Home Tuition Programmes?
(Please ÷ As appropriate)
Applied Behaviour Analysis (ABA)
TEACCH * Not delivering any home tuition programme
Other, please specify:
[                                                                               ]
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surface mail, e-mail or in person. Given that professionals
and professional bodies were encouraged to distribute the
PAN-Q at their own discretion, it is impossible to know
exactly how many were distributed; however, 67 PAN-Qs
were returned.
Data were analysed using SPSS version 13. This article
focuses on a direct comparison of experiences and views
reported by parents and professionals related to child behav-
iours; the impact of ASD on family, parents and siblings;
general support for families; education for the target child;
as well as future needs for services.
Results and detailed analysis regarding the full range of
issues addressed in the FAN-Q and the PAN-Q, including the
diagnostic process, educational provision and home tuition,
parent training and teacher qualifications, and financial and
multi-disciplinary support are reported elsewhere (Keenan
et al., 2007).
Results
Difficult child behaviours
The majority of the parents felt that deficits in their child’s
social and communication skills, lack of self-help skills and
sleeplessness caused most difficulties. The majority of the
professionals felt that parents would have most difficulties
with their children’s sleep patterns and challenging behav-
iours, although most felt that social and communication
deficits would also cause distress to parents (Table 1).
Impact of ASD on families
Most parents and professionals agreed that having a child on
the autism spectrum restricted the family’s ability to plan
and pursue recreational and leisure interests, social and
community interests, and/or go on holidays or family
excursions. Professionals were slightly more worried
about these restrictions on family life than were parents
(Table 2).
Parents clearly worried about the impact of having a child
diagnosed with ASD on the family as a whole, as the
following parents’ comments show:
‘Had to stay away from friends and family who are
very negative towards my autistic daughter, less likely
for us to visit friend’s house.’
‘Very very stressful. The family seems to disappear. You
tend to become isolated and wonder what you ever did
to deserve this.’
‘Whole family life evolves around the child, both
parents unable to work, feel that friends and family
don’t understand the devastation and worry that we
have.’
Impact of ASD on parents
Eighty percent of the parents had been in employment in the
past. However, most of the parents stated that their commit-
ment to their child affected their availability for full-time
employment and 56% of the parents presently were unem-
ployed. Most parents and professionals agreed that having a
child diagnosed with ASD has a strong restrictive impact
on parental activities, although professionals were slightly
more concerned with these issues than were parents. The
only issues parents were more concerned about than profes-
sionals were occupation and employment and education
(Table 3).
Table 1: Parental and professional assessment of
difficult child behaviours
Types of behaviours
Parental
response
Professional
response
Lack of interaction and play with
others
94% 86%
Deficits in social skills 93% 79%
Language and communication
deficits
92% 83%
Behaviours that challenge 90% 91%
Deficits in self help skills 88% 64%
Erratic sleep patterns 80% 91%
Excessive ritualistic behaviour 60% 80%
Lack of interaction with parents 60% 77%
Routine behaviour 49% 76%
Weight control 36% 40%
Attention deficit and hyperactivity 22% 66%
Sexual behaviour 21% 48%
Other* 19% 10%
* Includes aggression, diet restriction, epilepsy, no sense of
danger, Obsessive Compulsive Disorders (OCD), depression,
low self-esteem, hyperactivity, sensory disabilities, and toilet
training.
Table 2: Parental and professional views of
restrictions on family activities
Restricted activity
Parental
response
Professional
response
Social and Community 86% 95%
Recreation and leisure 82% 97%
Holidays and excursions 81% 98%
Table 3: Parental and professional views of
restrictions on parental activities
Restricted activity
Parental
response
Professional
response
Social and community 86% 94%
Recreational and leisure 85% 95%
Occupation and employment 84% 79%
Education 78% 77%
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Most parents and professionals thought that having a child
on the autism spectrum restricted parental time spent with
their partner, their other children and/or their extended
family and friends, although professionals seemed to be
somewhat more concerned about these issues than were
parents (Table 4).
Eighty-eight percent of the parents perceived their own
levels of stress as high, and stated that these stress levels had
been continuous for an average of five years. In terms of
general psychological health as measured by the General
Health Questionnaire (GHQ-12), there was a significant cor-
relation (Pearson correlation analysis) between GHQ-12
scores and personal assessment of stress (r = -.41; p < .01).
Forty-eight percent of the parents scored above the GHQ-12
threshold of four, indicating ‘caseness’ in need of further
psychological assessment. This compares to 17% in the
general population (ARK, 2006). The average GHQ-12
score of parents was 4.35 (SD = 3.99), within a range of
0–12 points.
GHQ-12 scores were not statistically significant with regard
to the child’s age, diagnostic process, dual diagnoses, sib-
lings with a diagnosis, employment, demographic location,
home tuition, education, home, family or respite support.
However, higher levels of multi-disciplinary support were
significantly associated with higher GHQ-12 scores (r = .28;
p < .01) and higher levels of family support were signifi-
cantly correlated with lower GHQ-12 scores (t = -2.06;
df = 90; p < .05).
Some of the parents considered the impact of having a child
diagnosed with ASD more as a challenge than a restriction:
‘I always considered myself very good with children
with special needs and now I have a child like this. I
hope I am able to cope with anything put in my way.’
‘Learning to be tolerant, and although we don’t like
our daughter’s behaviour we have learned to love her
despite this.’
Impact of ASD on siblings
Eighty-five percent of the families had more than one child.
While there was some agreement between parents and pro-
fessionals regarding siblings’ feelings of being neglected,
treated unfairly and worried, professionals viewed siblings
as more sensitive and resentful, feeling guilt and fear, while
parents seemed to be somewhat more concerned with
siblings’ feelings of engagement (Table 5).
Parents’ views with regard to impact on siblings varied:
‘Positive, I think it brought siblings closer together.’
‘The strain it puts on siblings and the guilt you feel on
a daily basis that you could be doing more.’
‘Marriage break-up, teacher career put on hold
(financial problems). In terms of family life, siblings
resent the needs of child with autism on a daily basis.’
General support for families
Sixty-six percent of the professionals had noted that parents
experienced significant distress when seeking funding to
support their children’s treatment and education, yet 44% of
the parents had not been informed by statutory services
about available financial support.
None of the parents were in receipt of full-time home tuition
fees for their child. Other kinds of payment, such as disabil-
ity and mobility allowance or direct payments for respite
care and incapacity benefit, amounted on average to less
than £3,000 annually.
The experiences of parents seeking financial support for
their child were stressful, as the following parents’ com-
ments demonstrate:
‘I have just finished re-applying for Disability Living
Allowance (DLA). The forms took me 6 week to
complete, why does it have to be such a long winded
process, when your child has been diagnosed with
having a life long illness?’
‘He had his DLA reduced, don’t know why, as he’s
worse since the first application and comparing
applications confirms this. Being a single parent in
Table 4: Parental and professional views of
restrictions on personal social life
Restriction on time with
Parental
response
Professional
response
Partner 78% 96%
Extended family and friends 76% 94%
Other children 73% 98%
Table 5: Parental and professional views of feelings of
siblings
Sibling feels
Parental
response
Professional
response
Neglected 80% 73%
Engaged 73% 64%
Treated unfairly 67% 67%
Worried 67% 72%
Sensitive to sibling 65% 71%
Sensitive to others 58% 58%
Resentment 53% 66%
Isolation from peers 32% 44%
Willing to help 24% 44%
Guilt or fear 14% 32%
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full-time work, I didn’t feel I had the time, strength and
support to fight the decision.’
‘Had to re-mortgage my home, to raise funds to
support my child’s home programme.’
Despite the fact that over two-thirds of the professionals had
noticed that parents experienced distress when trying to
access multi-disciplinary support services, 42% of the
parents were not informed by statutory services about multi-
disciplinary support available to their family. Fifty-six
percent of the parents stated that they would avail of this
support if they had the right information.
Professionals thought that nine different support services
would be the appropriate number required, yet most of the
children (71%) received multi-disciplinary support from an
average of only three different professionals, including
speech and language therapists, occupational therapists and
social workers. ABA home programme support services
were provided mainly by a non-statutory parent-led charity.
Twenty-nine percent of the children did not receive any
multi-disciplinary support services.
Parents’ comments indicated distressing experiences when
seeking multi-disciplinary support services:
‘Services are very fragmented with little or no
coherence. Went 2 years without a social worker, didn’t
know I was entitled to one until another parent told me
and then I had to chase up.’
‘We wouldn’t need multi-disciplinary support if our
child was getting ABA in school.’
‘Professionals talk to me as through I have no sense,
very patronising.’
Even though nearly 80% of professionals had noted that
parents experienced significant distress or difficulties when
trying to access home, residential or respite support, 48% of
the parents had not been informed by statutory services
about support available to their family. Only 38% of the
parents actually were in receipt of home or respite support,
while 24% of the families were in receipt of support through
direct payments. Sixty-eight percent of the parents felt the
home and family support sometimes met the needs of their
child and the remainder felt that it did not. Thirty-three
percent of the children were in receipt of respite support, and
most parents (84%) felt that respite support sometimes met
the needs of their child. However, parents expressed the view
that they often felt inferior when asking for support:
‘If we don’t know the questions to ask, then we don’t
get any answers. Social services should be called secret
services.’
‘When I asked for respite, Social worker refused as my
child’s IQ was below average (i.e., too high). I
highlighted that my child’s IQ was deteriorating,
educational psychologist refused to check. When her IQ
was checked a year later, she had severe learning
disability.’
In addition to statutory supports, 75% of the parents
were seeking additional non-statutory support from their
extended family and friends.
Education for the child diagnosed with ASD
Thirty-eight percent of the children attended special educa-
tional needs schools or classrooms and 22% attended main-
stream schools. Forty-five percent of the parents of these
children were satisfied that these schools always met their
child’s needs, while 48% of the parents felt that provision
was only sometimes appropriate, and 6% felt that their
child’s educational provision was never appropriate.
Twenty-three percent of the children attended schools that
based their teaching explicitly on the science of ABA. Sixty-
seven percent of the parents of these children were satisfied
that their child’s educational provision was always appro-
priate, while 30% felt that that provision was sometimes
appropriate. None of these parents were dissatisfied with
provision.
Forty-eight percent of the children were in ABA-based home
tuition programmes and 50% of the parents were personally
involved in the delivery of these programmes. Sixty-three
percent of the parents had received some form of training
in ASD, ABA and/or other topics. Parents reported that
the response of professionals to home programmes was not
encouraging:
‘They don’t want to know, I think that as long as you
want to do it yourself and you don’t want any
assistance from them they are happy to let you do it.’
‘As ABA is not seen as a viable therapy with the
educational boards and our health boards, I know my
understanding is greater than their’s.’
‘I’ve discovered not to rely on professionals knowing
what’s best for my child. In many areas, ABA being one
of them, my knowledge by far outweighs theirs.’
Future needs
For the most part, parents and professionals agreed that
increased support, information and training should be
made available to parents of children diagnosed with ASD,
although there were some subtle differences with regard to
intervention methods and supports. Parents, more so than
professionals, saw the need for advocacy and ABA-based
training and schooling (Table 6).
Parents worried about present unmet needs and planning for
the future:
‘Greater general and public awareness . . . Support in
learning about your child’s condition.’
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‘Greater interaction, speech therapy, classroom
assistants, should be more readily available with more
money put in place for ABA schools.’
‘Professionals to communicate to me in the same
manner and respect as they would interact in their
dealings with other professionals.’
‘I worry who is going to look after her when I die.
I worried about her deterioration in IQ levels, and
I worry how all this affects her brothers’ behaviour.’
‘What happens to my child when we are no longer here
to look after her?’
Discussion
Effective communication and collaboration between parents
and teachers and other professionals is increasingly viewed
as an important factor in the education and treatment of
children diagnosed with ASD (Avdi, Griffin & Brough,
2000). However, little is known about similarities and differ-
ences of the views of parents and professionals with regard
to the impact of living with a child diagnosed with ASD on
parents and families (Stone & Rosenbaum, 2005). In the
research reported here, 95 parents representing 100 children
diagnosed with ASD and 67 multi-disciplinary professionals
expressed their views regarding child behaviours; impact on
family, parents and siblings; general supports and interven-
tions; as well as future needs.A mixed-methods approach was
used; detailed questionnaires supplied quantitative data and
focus group discussions contributed qualitative data.
Previous research found that a reciprocal relationship existed
between levels of parenting stress and child behaviour
problems (Baker, McIntyre, Blacher, Crnic, Edelbrock &
Low, 2003; Davis & Carter, 2008).This is worrying in light of
Stone and Rosenbaum’s (2005) findings that discrepant
views between teachers and parents can have implications for
collaborative working and thus add further stress to parents.
Our findings showed some similarities but some important
discrepancies between parental and professional views. We
found that professionals were more concerned with external-
ising behaviours, such as erratic sleep patterns, challenging
or routine behaviours, and hyperactivity, while parents were
more worried about behaviours more commonly associated
with ASD, such as deficits in interaction, play, social skills
and communication. Since any effective intervention has
to begin with an agreed definition of the target behaviours
(Cooper et al., 2007), these findings draw attention to the
importance of professionals listening more carefully to
parental concerns before deciding on educational strategies.
Furthermore, results indicate some discrepancy in views
regarding the impact of a child diagnosed withASD on family
life. Professionals were somewhat more worried than parents
regarding potential restrictions of the families’ social and
community life, recreation and leisure, as well as holidays
and excursions. Although the difference was relatively small,
it may indicate that parents are more prepared to sacrifice
social and leisure activities for their child’s education than
many professionals give them credit for, an observation com-
monly made by parent educators (Keenan, 2006).
In fact, there were marked differences with regard to the
view of impact of ASD on parents themselves. While pro-
fessionals and parents largely agreed the parental activities
that were affected, parents felt somewhat more strongly that
employment and education were restricted, issues that relate
to debates in other caregiver literature regarding opportunity
cost (Fennell, 2005). With regard to social life, professionals
worried more about restrictions on time with partner, family
and other children. Parents were somewhat less concerned
that these issues caused a problem.
According to GHQ-12 scores, the general psychological
health of nearly half of the parents in this study (48%)
caused concern and would require further psychological
assessment. Using the GHQ-12 in this study allowed for
direct comparisons with large-scale data from general popu-
lation studies in the same locality, in which 17% had scored
over the threshold in the GHQ-12 (ARK, 2006). As such,
parents of children diagnosed with ASD are nearly three
times as vulnerable to psychological ill health than the
general population. The exact causes for these poor results
are difficult to identify. However, it is possible that discrep-
ancies between parental and professional views played a
part. For example, while professionals realised that parents
were stressed by lack of information, parents felt that pro-
fessionals did not supply sufficient information to alleviate
this stress. Regardless of whether or not this conclusion has
any merit, the extent of the stress means that teachers, other
professionals, and policymakers should consider these
points carefully.
Parents and professional agreed by and large on the impact
of having a sibling diagnosed with ASD. Siblings were
thought to experience feelings of being neglected, treated
unfairly and isolated from their peers. With regard to their
sibling diagnosed with ASD, parents and professionals
agreed that brother and sisters felt worry, anxiety and
general sensitivity, but also at times resentment. Support and
inclusion of siblings is important and parents were clear
about the need for explicit training for siblings.
Table 6: Parental and professional views of future
needs
Future needs
Parental
response
Professional
response
Information sharing 100% 98%
Professional advice 100% 96%
Parent training in ABA 100% 70%
ABA-based schools 99% 57%
Parent training in ASD 98% 95%
Multi-disciplinary support 98% 100%
Family advocate 97% 73%
Home & respite support 93% 97%
Parental choice 90% 87%
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Findings reported here show a large discrepancy between
present multi-disciplinary support (n = 3) and future require-
ments (n= 9).The significant correlation between the number
of multi-disciplinary support workers and high GHQ-12
scores was intriguing. There is no doubt that the expertise
from these professionals is invaluable, yet parents who
received more multi-disciplinary support were more stressed
than parents who received less multi-disciplinary support.
While it is possible that parents who were more stressed
sought out more multi-disciplinary support, it is also possible
that the diversity of multi-disciplinary support caused addi-
tional stress and that the key issue is the question of consis-
tency and coherence of multi-disciplinary support. We now
know that eclectic approaches are not as effective as behav-
iour analytic interventions (Howard, Sparkman, Cohen,
Green & Stanislaw, 2005; Zachor, Ben-Itzchak, Rabinovich
& Lahat, 2007). Therefore it would make sense, in terms of
evidence-based practice, if all multi-disciplinary support pro-
fessionals were trained in the science of behaviour analysis
(Eikeseth, 2008) and therefore able to apply this knowledge
to their own area of expertise, as is the case, for example,
in the New England Centre for Children, Boston, USA
(www.necc.org) and the Morningside Academy, Seattle,
USA (http://www.morningsideacademy.org).
Parents and professionals agreed that there were times when
families require general support such as family or respite
services and that by and large these services were not suf-
ficiently available. However, it is not only availability of
services that was the issue here. Alongside the importance
of a coherent approach by the multi-disciplinary team, it is
important that family workers or respite support workers
carry out interventions consistently. In other words, staff
involved in family and respite support need to be trained to
use a coherent scientific approach.
This is an interesting point when considered in conjunction
with differences between parents’ and professionals’ pre-
ferred treatment choices. Parents clearly favoured ABA-
based interventions and called for increased ABA-based
training for themselves, professionals and siblings and there
was a discrepancy between parents’ views and the views of
professionals. It would be easy to conclude that this means
that the sample of parents was biased from the start and
therefore that these data are not reliable. However, in order
to accurately interpret these findings, it is important to
remember that the invitation to participate was open to all
parents who have a child diagnosed with ASD in Northern
Ireland and the Republic of Ireland and equally to all pro-
fessionals who work in the area of ASD, and that no one who
volunteered to take part and met these simple inclusion
criteria was excluded.
Furthermore, one could think that these parents did not
know ‘better’, that is, they did not know about other
approaches. However, the dominant treatment approach
used in pre-schools, schools and daycentres all over North-
ern Ireland and the Republic of Ireland is Treatment and
Education of Autistic and related Communication-
handicapped Children (TEACCH; Schopler, Mesibov &
Hearsey, 1995) and as part of the adjustment process,
parents tend to do their own thorough research, for example,
on the internet (Fleischmann, 2004, 2005). In fact as it
turned out, due to lack of provision, the majority of children
actually did not attended ABA-based schools/classrooms
(77%) or have ABA-based home programmes (52%). It is,
therefore, safe to say that parents were familiar with a range
of different approaches and their benefits and shortfalls.
Of course, it is possible to argue that the questions were
skewed towards leading parents to respond in a certain
direction; however, as mentioned in the methods section,
questions for parent and professionals were virtually the
same and they included a range of selection choices as well
as an ‘Other, please specify’ response option. Ultimately,
the findings reported here have to be accepted as nonpar-
tisan; put simply, parents favoured ABA-based treatment
approaches and their views are supported by an ever-
growing body of effectiveness research, reported in meta-
analysis (Eldevik, Hastings, Hughes, Jahr, Eikeseth & Cross,
2009), systematic reviews (Howlin, Magiati & Charman,
2009; Eikeseth, 2008; Perry, 2000), most recently by the
National Standards Project of the National Autism Center
(2009) and even the official journal of the American
Academy of Pediatrics:
‘The effectiveness of ABA-based intervention in ASDs
has been well documented through 5 decades of
research by using single-subject methodology and in
controlled studies of comprehensive early intensive
behavioral intervention programs in university and
community settings.’
(Myers & Johnson, 2007, p. 1164)
What is much more disconcerting is that while, of course,
there are many interventions that are used for children with
ASD, it has been argued that many professionals may have
allegiances to particular approaches and therefore that they
may find it hard to believe that parents are so resolutely in
favour of ABA-based interventions. It is likely though, that
professionals’ treatment loyalties may be caused by unfamil-
iarity with or misinformation about ABA-based approaches
rather than evidence that the approach they favour is in fact
the most effective one in achieving desired outcomes for
service users.This issue has been debated for quite some time
(Freeman, 2003; Keenan, 2004; see, for example, The Scot-
tish Government, 2009, for most recent example of misrep-
resentation of ABA; and UNBIAS, 2009, for parent initiative
to get it corrected). Of course, this may be mainly due to lack
of appropriate training opportunities; for example, to date in
Ireland, most training inABA is focused on parents’ skills and
carried out in the voluntary sector, while approved training in
the science of behaviour analysis for special educational
needs teachers and other multi-disciplinary professionals
remains relatively hard to find (BACB, 2009).
Given that ABA offers a scientific basis for education and
treatment of socially relevant behaviours (Baer, Wolf &
Risley, 1968) and is offered to families with children
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diagnosed with ASD routinely in many parts of the world
(Parry, 2002), findings reported here indicate the need for
improvements in formal ABA-based training for profes-
sionals in Ireland. Of course, it is important that this training
adheres to international standards (Shook, Johnston &
Mellichamp, 2004).
In sum, there was agreement between professionals and
parents on many issues, such as the need for future improve-
ments with regard to interventions and social supports.
There was also agreement about the need for better oppor-
tunities for inclusion, advocacy, and information flow
between parents and professionals, especially with regard to
services and financial planning. However, there was some
discrepancy regarding perceptions of family needs, and
while there was clear evidence of support from parents for
the use of the scientific method as a basis for interventions,
this was not shared indubitably by professionals.
Finally, Figure 2 is an artist’s expression that illustrates the
‘bumpy’ road for children diagnosed with ASD. It demon-
strates that where comprehensive, integrated, evidence-
based support systems are in place, the challenges inherent
in a diagnosis of ASD can be overcome and children can be
enabled to achieve their full potential.
Acknowledgements
This research was funded with a grant from the Royal Irish
Academy’s Third Sector Research Programme under an ini-
tiative called ‘Developing Charity Strategy Through Partner-
ship’. Reprint request to Dr Karola Dillenburger, School of
Education, Queen’s University of Belfast, 69 University
Street, Belfast, BT7 1HL, email: k.dillenburger@qub.ac.uk
References
ARK (Access Research Knowledge Northern Ireland)
(2006) Northern Ireland Life and Times Survey [online
at: http://www.ark.ac.uk/nilt/2006/Healthcare/
GHQ.html].
APA (American Psychiatric Association) (2000)
Diagnostic and Statistical Manual of Mental Disorders
(DSM-4th edn., rev.). Washington DC: APA.
Avdi, E., Griffin, C. & Brough, S. (2000) ‘Parents’
constructions of professional knowledge, expertise and
authority during assessment and diagnosis of their child
for an autistic spectrum disorder’, British Journal of
Medical Psychology, 73, 327–338.
Baer, D. M., Wolf, M. & Risley, R. (1968) ‘Some current
dimensions of applied behavior analysis’, Journal of
Applied Behavior Analysis, 1, 91–97.
Bågenholm, A. & Gillberg, C. (2008) ‘Psychosocial
effects on siblings of children with autism and mental
retardation: a population-based study’, Journal of
Intellectual Disability Research, 35, 291–307.
Baker, B. L., McIntyre, L. L., Blacher, J., Crnic, K.,
Edelbrock, C. & Low, C. (2003) ‘Pre-school children
with and without developmental delay: behavior
problems and parenting stress over time’, Journal of
Intellectual Disabilities Research, 47, 217–230.
Bebko, J. M., Konstantareas, M. M. & Springer, J. (1987)
‘Parent and professional evaluations of family stress
associated with characteristics of autism’, Journal
of Autism and Developmental Disorders, 17, 565–
576.
BACB (Behavior Analysis Certification Board) (2009)
List of Approved Training Courses [online at http://
www.bacb.com/consum_frame.html].
Blacher, J. & McIntyre, L. L. (2006) ‘Syndrome
specificity and behavioural disorders in young adults
with intellectual disability: cultural differences in
family impact’, Journal of Intellectual Disability
Research, 50, 184–198.
Broach, S., Potter, D., Heather, C., Prior, A. & Mustapha,
S. (2003). Autism: rights in reality. London: The
National Autistic Society.
Bromley, J., Hare, D. J., Davison, K. & Emerson, E.
(2004) ‘Mothers supporting children with autistic
spectrum disorders’, Autism, 8, 409–423.
Figure 2: Graphic illustration of a comprehensive
support system
Source: Original work, Alan Duke (2007).
© 2010 The Author(s). Journal compilation © 2010 NASEN British Journal of Special Education · Volume 37 · Number 1 · 2010 21
Cooper, J. O., Heron, T. E. & Heward, W. L. (2007)
Applied Behavior Analysis (2nd edn). Upper Saddle
River, NJ: Prentice Hall.
Davis, N. O. & Carter, A. S. (2008) ‘Parenting stress in
mothers and fathers of toddlers with autism spectrum
disorders: associations with child characteristics’,
Journal of Autism and Developmental Disorders.
DOI 10.1007/s10803-007-0512-z.
DeMyer, M. K. (1979) Parents and Children in Autism.
Washington, DC: V.H. Winston & Sons.
Dillenburger, K. & Keenan, M. (2009) ‘None of the As in
ABA stands for autism: dispelling the myths’, Journal
of Intellectual & Developmental Disability, 34,
193–195.
Dillenburger, K., Keenan, M., Gallagher, S. &
McElhinney, M. (2004) ‘Parent education and
home-based behaviour analytic intervention: an
examination of parents’ perceptions of outcome’,
Journal of Intellectual & Developmental Disability,
29, 119–130.
Dunn, M. E., Burbine, T., Bowers, C. A. & Tantleff-Dunn,
S. (2004) ‘Moderators of stress in parents of children
with autism’, Community Mental Health Journal, 37,
39–52.
Eikeseth, S. (2008) ‘Outcome of comprehensive
psycho-educational interventions for young children
with autism’, Research in Developmental Disabilities.
doi:10.1016/j.ridd.2008.02.003.
Eldevik, S., Hastings, R. P., Hughes, J. C., Jahr, E.,
Eikeseth, S. & Cross, S. (2009) ‘Meta-analysis of early
intensive behavioral intervention for children with
autism’, Journal of Clinical Child & Adolescent
Psychology, 38, 439–450.
Fennell, G. (2005) Carers are Vulnerable: implications for
NI legislation. Presentation to the Legal Issues Working
Group of the Review of Mental Health [online at:
http://www.qub.ac.uk/sites/EqualitySocialInclusionIn
Ireland-HomePage/2006InternationalConference/
Presenatationsavailabletodownload/].
Fleischmann, A. (2004) ‘Narratives published on the
internet by parents of children with autism. What do
they reveal and why is it important?’ Focus on Autism
and Other Developmental Disabilities, 19, 35–43.
Fleischmann, A. (2005) ‘The hero’s story and autism:
grounded theory study of websites for parents of
children with autism’, Autism, 9, 299–316.
Freeman, S. (2003) Science for Sale in the Autism Wars.
Medically necessary autism treatment, the court battle
for health insurance and why health technology
academics are enemy number one. Langley, BC,
Canada: SKF Books, Inc.
Hagopian, L. P. & Boelter, E. W. (2009) ‘Applied
behavioral analysis: overview and summary of
scientific support’, FEAT-Houston Newsletter, Special
Edition II, 1–4.
Goldberg, D. P. (1978) Manual of the General Health
Questionnaire. Windsor, England: NFER Publishing.
Gray, C. (1992) What’s Next? Preparing the student with
autism or other developmental disabilities for success
in the community. Arlington, TX: Future Horizons.
Green, V. A., Pituch, K. A., Itchon, J., Choi, A., O’Reilly,
M. & Sigafoos, J. (2006) ‘Internet survey of treatments
used by parents of children with autism’, Research in
Developmental Disabilities, 27, 70–84.
Hastings, R. (2004) ‘Brief report: behavioral adjustment
of siblings of children with autism’, Journal of Autism
and Developmental Disorders, 33, 99–104.
Hastings, R. P., Kovshoff, H., Ward, N. J., degli Espinosa,
F., Brown, T. & Remington, B. (2005) ‘Systems
analysis of stress and positive perceptions in mothers
and fathers of pre-school children with autism’, Journal
of Autism and Developmental Disorders, 35, 635–644.
Helps, S., Newsom-Davis, I. C. & Callias, M. (1999)
‘Autism. The teacher’s view’, Autism, 3, 287–298.
Howard, J. S., Sparkman, C. R., Cohen, H. G., Green, G.
& Stanislaw, H. (2005) ‘A comparison of intensive
behavior analytic and eclectic treatments with autism’,
Research in Developmental Disabilities, 26, 359–383.
Howlin, P., Magiati, I. & Charman, T. (2009) ‘Systematic
review of early intensive behavioral interventions for
children with autism’, American Journal of Intellectual
and Developmental Disabilities, 114, 23–41.
Journal of Applied Behavior Analysis (JABA) (1969–2009)
[online at http://seab.envmed.rochester.edu/jaba/].
Järbrink, K., Fombonne, E. & Knapp, M. (2003)
‘Measuring the parental, service, and cost impacts of
children with autistic spectrum disorder: a pilot study’,
Journal of Autism and Developmental Disorders, 33,
395–402.
Keenan, M. (2004) ‘Autism in Northern Ireland: the
tragedy and the shame’, The Psychologist, 17, 72–75.
Keenan, M. (2006) ‘Empowering parents with science’,
in M. Keenan, M. Henderson, K. P. Kerr & K.
Dillenburger (eds) Applied Behaviour Analysis and
Autism: building a future together. London: Jessica
Kingsley.
Keenan, M., Dillenburger, K., Doherty, A., Byrne, J. &
Gallagher, S. (2007) Meeting the Needs of Families
Living with Children Diagnosed with Autism Spectrum
Disorder. Final Report. Coleraine: University of Ulster.
Knapp, M., Romeo, R. & Beecham, J. (2007) The
Economic Consequences of Autism in the UK. London:
Foundation for People with Learning Disabilities.
Lecavalie, L., Leone, S. & Wiltz, L. (2006) ‘The impact of
behaviour problems on caregiver stress in young people
with autism spectrum disorders’, Journal of Intellectual
Disability Research, 50, 172–183.
Myers, S. M. & Johnson, C. P. (2007) ‘Management of
children with autism spectrum disorders’, Pediatrics,
120, 1162–1182.
Montes, G. & Halterman, J. S. (2007) ‘Psychological
functioning and coping among mothers of children
with autism: a population-based study’, Pediatrics,
119, e1040–e1046.
Munteanu, C. & Dillenburger, K. (2009) ‘Family
functioning during the diagnosis process in families
with children on the autism spectrum’, Systemic
Therapy, 3, 39–55.
National Autism Plan for Children (NAPC) (2003) Plan
for the Identification, Assessment, Diagnosis and Access
22 British Journal of Special Education · Volume 37 · Number 1 · 2010 © 2010 The Author(s). Journal compilation © 2010 NASEN
to Early Interventions for Pre-school and Primary
School Aged Children with Autism Spectrum Disorders
(ASD). London: National Initiative for Autism:
Screening and Assessment.
National Center for Autism Research and Education
(2008) ‘California’s first non-profit Center for Autism
Research, Education and Family Services’, Earth Times
[online at http://www.n-care.org/].
National Development Plan (2006) 2007–2013 –
Transforming Ireland [online at http://www.ndp.ie/].
National Autism Center (2009) The National Standards
Project – addressing the need for evidence-based
practice guidelines for autism spectrum disorders.
Randolph, MA: National Standards Report National
Autism Center.
Parry, A. (2002) ‘Intensive Early Intervention Program for
Children with Autism: background and design of the
Ontario pre-school autism initiative’, Journal on
Developmental Disabilities, 2 [online at http://
www.oadd.org/publications/journal/issues/vol9no2/
v9n2download/art11Perry.pdf].
Perry, L. (2000) Report of the MADSEC Autism Task
Force. Maine Administrators of Services for Children
with Disabilities (MADSEC), Canada: Providence’s
Merrymeeting Center.
Roeyers, H. & Mycke, K. (1995) ‘Siblings of a child with
autism, with mental retardation and with a normal
development’, Child: Care, Health and Development,
21, 305–319.
Rutter, M. (2005) ‘Aetiology of autism: findings and
questions’, Journal of Intellectual Disability Research,
49, 231–238.
Schieve, L. A., Blumberg, S. J., Rice, C., Visser, S. N. &
Boyle, C. (2007) ‘The relationship between autism and
parenting stress’, Pediatrics, 119, 114–121.
Schopler, E., Mesibov, G. B. & Hearsey, K. (1995)
Learning and Cognition in Autism. New York: Plenum
Press.
Shook, G. L., Johnston, J. M. & Mellichamp, F. H. (2004)
‘Determining essential content for applied behavior
analyst practitioners’, Behavior Analyst, 27, 67–94.
Seifer, R., Sameroff, A. J., Anagnostopolou, R. & Elias,
P. K. (1992) ‘Mother-infant interaction during the first
year: effects of situation, maternal mental illness and
demographic factors’, Infant Behavior and
Development, 15, 405–426.
Sharpley, C. F., Bitsika, V. & Efremidis, B. (1997)
‘Influence of gender, parental health, and perceived
expertise of assistance upon stress, anxiety, and
depression among parents of children with autism’,
Journal of Intellectual and Developmental Disability,
22, 19–28.
Siller, M. & Sigman, M. D. (2002) ‘The behaviors of
parents of children with autism predict the subsequent
development of their children’s communication’,
Journal of Autism and Developmental Disorders, 32
(2), 77–87.
Stone, W. L. & Rosenbaum, J. L. (2005) ‘A comparison of
teacher and parent views of autism’, Journal of Autism
and Developmental Disorders, 18, 403–414.
Szpir, M. (2006) ‘Tracing the origins of autism: a
spectrum of new studies’, Environmental Health
Perspectives, 114, 412–418.
The Scottish Government (2009) The Autism Toolbox: an
autism resource for Scottish schools. 5.9 Applied
Behavioural Analysis (ABA) [online at http://
www.scotland.gov.uk/Publications/2009/07/06111319/
55].
UNderstanding Behavioural Interventions for Autism in
Scotland (UNBIAS) (2009) [online at http://
sites.google.com/site/unbias2009/].
Warnock, H. M. (1978) Special Educational reeds: Report
of the committee of enquiry into the education of
handicapped children and young people. London:
HMSO.
Weiss, M. J. (2002) ‘Hardiness and social support as
predictors of stress in mothers of typical children,
children with autism, and children with mental
retardation’, Autism, 6, 115–130.
Zachor, D. A., Ben-Itzchak, E., Rabinovich, A. & Lahat,
E. (2007) ‘Change in autism core symptoms with
intervention’, Research in Autism Spectrum Disorders,
1, 304–317.
Address for correspondence:
Karola Dillenburger
Queen’s University Belfast
School of Education
69/71 University Street
Belfast BT7 1HL
Email: k.dillenburger@qub.ac.uk
Article submitted: October 2008
Accepted for publication: December 2009
© 2010 The Author(s). Journal compilation © 2010 NASEN British Journal of Special Education · Volume 37 · Number 1 · 2010 23
